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Colleen Wieck

From: MikeGude[arcmn113@yahoo.com]

Sent: Wednesday, December 22,2004 2:10 PM
To: The Arc of Minnesota; ArcMNActionAlert@yahoogroups.com; melanie_blom@hotmail.com
Su bject: [ArcM NActionAlert] Weekly Leg islative U pdate

The Arc of Minnesota
I{ee kly Legislativ e Up date

December 22, 2004
tryww. af c min n e s o t u. c o m

Written By: Steve Larson,
The Arc of Minnesota Executive Director

Consumer Directed Community Supports (CDCS): The Minnesota Department of Human Services
has agreed to review the CDCS budget methodology. See memo from Shirley York, Director of the
Disability Services and HIV/AIDS Divisions that is attached to the e-mail.

OnNovember 17,2004 Anne Henry and Bud Rosenfield with Minnesota Disability Law Center had
sent a memo (also attached) to DHS identifuing several significant concerns about the budget and
requested that action be taken to correct this situation. This was followed up with a meeting with
Shirley attended by Anne, Bud and Steve Larson with The Arc of Minnesota. At that meeting, Shirley
committed to following actions as identified in her memo froml2ll3l04

Over this past year we have worked on changes to our information technology, which would
allow us to complete a different type of analysis using data mining instead of regression analysis.

DHS is willing to generate a new analysis using this data mining approach. We are willing to
work with a small group (up to 8 people) representing counties and consumers....

From our perspective, the analysis must consider and balance the effects to both individual
recipients and county level waiver budgets....We are not committing to any particular course of
action at this time, but certainly are willing to see where a different analysis might take us.
(Please read the entire attached memo.)

It is envisioned that this process will take at least three months. The work group will consist of Anne
Henry, Bud Rosenfield, a couple of county representatives, a provider representative, and representation
from The Arc of Minnesota.

As Shirley states, this does not guarantee any changes, but we do appreciate DHS'and Shirley's
willingness to relook atthe CDCS budget methodology.

No matter what budget methodology is utilized, if a3}Yodiscount has to be taken off the top as DHS is
currently doing, many individuals with disabilities and their families will not be able to unlize CDCS.
We will be proposing legislation to reduce this discount to help preserve the use of CDCS for as many
individuals as possible.
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If you have any problems downloading the attachments mentioned above , please contact Mike Gude at
arcmnl13@yahoo.com.

CDCS Appeals: See the link on The Arc of Minnesota's website called "Appealing Changes in CDCS
Budgets and Services," dated 9115104. DHS'Disability Services Division has updated the CDCS
appeals section on the DHS website. You can access that information by going to The Arc of
Minnesota's web site www.arcminnesota.com, click on "DHS web page on CDCS," then scroll down
and click on "CDCS Appeals and Reconsideration."

Ifyou have requested an appeal ofyour individual budget, then you should request a continuance of
your hearing, if you have not already. Appeals challenging the unallowables can go forward. We
strongly encourage you to contact your local chapter of The Arc for individual assistance with appeals.

New Deputy Commissioner at Minnesota Department of Human Services: Lynda Boudreau, former
chair of the House Health and Human Services Policy Committee, has been named as DHS Deputy
Commissioner. Ms. Boudreau had been the Republican legislator from legislative District 268 since
1995, until she was defeated in her reelection bid this past November. It is anticipated she will be
spending a lot of time at the Legislature supporting the Governor's budget proposals. She will begin her
work at DHS on 1/4/05.

Town Meetings: Meetings have been held in Eveleth, Buffalo, Minneapolis, Marshall and Moorhead.
Several legislators have attended each meeting. They have heard self-advocates and families share their
concerns and stories about parental fees, Medical Assistance co-pays, Medical Assistance Dental
Limitations, and Consumer Directed Community Supports. Fourteen more town meetings are scheduled
in January and February. Please plan to attend a town meeting near you. See the "2005 fown Meeting
Schedule" link on the home page of The Arc of Minnesota website.

Disabitity Day at the Capitol: This annual event is scheduled for Thursday, January 27 ,2005, from
l0:00 a.m. - 3:30 p.m. at the Best Western Kelly Inn in St. Paul. A press conference is being organized
at l:00 p.m. that day to highlight our parental fees legislation. See our website for registration
information. This will be our first event of the year atthe Capitol, but because of the state's budget
challenges and the Governor's statements about looking closely at health care costs, we anticipate the
need for future events.

DHS Health Care Services Study - Upcoming Meetings: DHS has developed some draft
recommendations for the Legislature and wants to give the public an opportunity to review them and to
provide feedback.

. Health Care Expert Advisory Panel Meeting - Thursday January 6th,6 -8 p.m., MN Dept. of
Human Services, 444Lafayette Road, Rooms 1 -A&B, St. Paul. This meeting will be a summary
discussion of the proposed recommendations among the panelists. This meeting is open to the
public for observation only.

. Stakeholder Meeting for All Interested Parties - Friday January 7th, g:30 - I I :30 a.m., MN Dept of
Human Services, 44Lafayette Road, Room I A&B, St. Paul. This meeting is the final
opportunity for stakeholder input. The final draft recommendations will be discussed and final
input accepted. DHS will make the latest draft of the report and recommendations available to the
public prior to this meeting.

You can find out more about the study. called The Health Care Services Studv. at
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www.DHS.state.mn.uslhealthcare/studies. Contact Alice Pedersen for additional information at
al ice.Pedersen@.state.mn.us
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CDCS Budget Methodology Problems for the MR/RC Waiver

November 17 2004
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As we learn more about the MR/RC waiver CDCS budget methodology used by DHS to establish
budgets for about 2,400 curent CDCS participants, we have become increasingly concerned about
very significant problems with the implementation ofthe methodology. We know that the process of
developing a budget methodology for CDCS has been very challenging. We appreciate the changes
you have made during the sufilmer and in October based on information from counties, families and
our office. However, we believe that the methodology is so flawed that its underlying purpose of
providing equity to persons with similar needs will not be accomplished. As you will see, we ask
that you freeze individual budgets at current levels for those cut because ofthe depth and scope of
the problems.

Among the problems with the budget methodology identified so far, most significant are the
following:

1. DiagnosticCode-RelatedProblems

The DD Screening Document has 4 fields, numbers 12,13,14 and 15, to record a
person's ICD9 diagnostic codes. See Attachment A, Screening Document. The
budget methodology views some ofthe codes as significant cost drivers and allocates
substantial sums of money based on certain codes. However, there are several
serious problems with the diagnostic code section which we believe undermine the
basic validity and reliability of the budget methodology:

a. Changing practice over time confounds the data used for the regression
nalysis. Edits for fields 12 and 13.

Because the Screening Document was never intended for use as a precise
instrument to provide funding to meet an individual's service needs, practice
with respect to ICD9 code numbers has not been uniform over the years,
across counties or within counties among case managers. For instance, full-
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team screenings do not have to be done on adults more often than once every
six years. Some full team screenings zre even older, although we are awztre
the Department has taken steps to require screening for adults and everythree
years for children.

Some of the data from screening documents for the 11,700 MR/RC waiver
recipients used in the regression analysis to establish the budget methodology
will have ICD9 codes which were entered up to and beyond six years ago,
some codes likely from assessments 10,20 or more years old. In 1999, DHS
added "edits" to fields 12 and 13 which require additional digits beyond the
previously required three number codes. This change is extremely significant
since the budget formula provides increased funds for services to those who
have an ICD9 code with onlythree digits butprovides no additional funding
to persons with the same conditionv,tho have more than three digits entered
on their Screening Document.

For example, an adult with aprimary diagnosis of autism who had an ICD9
code of 299 entered six years ago in field 13 would receive $35 per day
additional funding for services. However, if the same person had a fuIl-team
screening after the edits were imposed on fields 12 and 13, a case manager
would likely have entered299.0. This person, with an ICD9 four-digit code
of 299.0, would get no additional funding for services. The resulting
difference in funding is substantial and arbitrary, depending merelyuponthe
date ofthe screening, or other factors detailed below, notrelatedto individual
service costs.

b. Edits in Fields 12 and 13 can be overridden.

A case manager or a case aide entering data for fields 12 and 13 can
"override" or "force" the edit if they know how to do it. The edit for fields
12 and 13 is a "491 edit." The edit directs the data enterer to add "further
subclassification" (code digits). However, the 491 edit can be forced by
putting an F over the edit code with the ID number for the person entering the
data. The number of times case managers or other data entry personnel have
overridden the edits in fields 12 and 1 3 during the last six years and entered a
three-digit ICD9 code rather than a five-digit ICD9 code is unknown, but the
practice makes the entire data set unreliable. The practice of overriding an
edit or not, for a person with autism, can lead to a difference of $12,775 per
year. This arbitrary result is not related to service needs. If permitted, such
results will create great unfairness in the budgeting process. See Attachment
B, Chart #2 and#3.
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c. Difference in fundine dependine upon the field (12-15) used to enter
diagnoses codes.

Because the budget formula provides funds for only three-digit ICD9 codes
and not four or five-digit ICD9 codes and because fields 12 and 13 require
more than three digits but fields 14 and 15 do not, the same person could be
given significantly different budget amounts depending upon which diagnosis
is entered into which of the four diagnosis code fields.

For instance, the general category of cerebral palsy has the number 00343" as
an ICD9 category. The specific types of cerebral palsy are listed with more
detail by 343.0 congenital diplegia, 343.1 congenital hemiplegia, 343.2
congenital quadriplegia, etc. Again, 343 was sufficient until the edits were
added by DHS to fields 12 and 13 and can still be sufficient if the 491edit is
overridden. However , if 343 (or 299) is added in box I 4 or 1 5, there is no
edit requiring more code digits. Consequently, the person will receive a
higher budget amount for services. Whether a person's diagnosis of cerebral
palsy or autism is entered in fields 12 or 13 (which both require more digits
than three digits and result in no extra funding) or in fields 14 or 15 which
accept a three-digit ICD9 code (and provide increased funding) varies from
case to case but has nothing to do with the person's service needs. Providing
different budgets based on these arbitrary practices will not achieve DHS's
stated goal of equrty. See Attachment B, all charts.

Practitioner Diagnostic Practices

Because the screening data used for the regression analysis is from a variety
of practitioners who have completed diagnostic assessments over a long
period of time, likely at least a decade, practice with respect to the number of
digits entered for an ICDS code will and does vary, leading to different codes
being used to describe the same conditions for MR/RC recipients. An expert
in diagnosis has told us that there is no reason for three-digit codes to be used
at all. Accepted practice among health care practitioners is to use the more
specific ICD9 codes required for billing.

ICD9 Code Definitions Chaneed on October 1. 2004. see Attachment A

The ICD9 code terminology changed on October l, 2004, further
confounding the reliance upon the diagnostic codes as a means of providing
funds for services. See Attachment C.

d.

e.
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Variable Practice with Respect to Filline Atl Fields (12-15) with
Diagnoses Codes

If a person has a related condition,"V79.8" is entered in field 12 and then
specific ICD9 codes for the related conditions can be entered in the other data
fields, 13,14 and 15. The practice of entering diagnoses codes among case
managers varies widely. We understand from families that some case
managers entered three diagnoses for a person with related conditions who
had three diagnoses and some did not. It simply was never important to enter
every diagnosis the person had on the DD Screening Document. The DD
Screening Document's purpose was to establish eligibility, a yes or no
question which could be answered by entering an ICD9 code for mental
retardation only or by entering V79.8 for related conditions in field 12 and
one other diagnosis in field 13. Entering all fields with diagnoses codes was
never important. We, therefore, question the validity of the underlying
regression analysis because the diagnostic code information from the pool of
11,700 persons varies for arbitrary reasons unrelated to the actual condition
of the person. See Attachment B, Charts 1,2 and3.

Recent DHS action to require updated screenings and new HIPPA
coding requirements.

Apparently, when the Department gave new individual budgets to counties
based on the October 2004 charrge, individual CDCS participants whose
screenings were over six years old for adults and three years old for children
were not given new budgets and counties were instructed to conduct new
screenings. Also, the new HIPPA bitling code requirements has led some
counties to require proper ICD9 diagnostic codes for all fields on the
screening document. To the extent that individuals had three-digit ICD9
codes in field 13, 14 or 15 in their old screening documents and the new
screening process results in a more specific four or five-digit code, the
individual will obtain a lower budget amount simply because of an updated
screening. This result further degrades the budget methodology which was
developed using the person's old screening data, including the three-digit
ICD9 code in field 13. That three-digit code was found to be significantly
related to cost in the regression analysis and yet cannot be used by the very
same person in new screenings due to subsequent changes. This is a
significant problem which further undermines the reliability of the budget
methodology.
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2. Practice with Resard to Field 35. Vocational

The practice among counties and within counties among case managers for entering a
number regarding the vocational needs of a child in school does not create a
consistent or reliable data set. Many children have a09 code in field 35 which means
"not applicable." However, the DD Screening Code Book suggests by example that
children be coded a"99" which is defined on the Screening Document as "unknown
(ustiff in notes)." The significance ofthe arbitraryvariabilityforthe vocational field
is that funding is subtracted from the budget if a child has a 09 entered, but funding is
not subtracted from the budget if the code of o'99" is entered. This result defies logic.
The appropriate code for a child according to the Code Book is a"99" which gives

an example: "Person is child not yet exploring vocational skills." Given the results
of the regression analysis, we can only assume that most children have a code of 09
despite the directions in the Code Book. In three metro counties, with over 2,000
CDCS participants, 90 percent of those under 18 are screened for vocational services
as "09" rather than "99," despite the code book example. As children are re-screened
and parents review the Code Book, these mistakes will become clear but the entire
budget methodology becomes more unreliable.

Derivative Variables

Several variables, including the DT&H service authorization level (field 43) used in
the budget methodoloEy, ile derived from other assessments of the person. Use of
these deriv ative variables is questionable in a regression analysis because they are not
related equally or equivalent to the other variables. Use of derivative variables along
with independent variables violates an important principal for statistical analyses of
the type used for the budget methodology: colinearity.

Non-Linear Rankines Within Variables.

The expressive communication and mobility rankings from the screening
document are not clearly separate levels of functioning. For instance, a person
who uses an augmentative communication aid is rated at seven while a person
whose speech is unintelligible even to familiar listeners is rated only as a four.
The ratings from one to eight are not mutually exclusive nor are they separate
enough to be ranked so that number three means that you need less support than
number four and number seven means that you need less support than number six.
Use of nonJinear rankings to provide funding for support services for persons

with developmental disabilities is in error.

The mobility rankings provide another example of non-linear rankings. Again,
the ranks are not mutually exclusive. For instance, a person who uses an electric
wheelchair may be quite independent and yet is ranked at06, whereas a person
who walks aided (walker, crutches, assistance of a person, etc.), may, in fact, need

3.

4.
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quite a bit more support from staff, but is ranked lower, "03." IJse of a regression
analysis requires linear variables and rankings which are separate and distinct
from each other and are more than or less than the variable next to it.

5. Invalid or Meaningless Variables.

Use of occupational therapy as a variable does not make sense. The reason that
someone may be receiving occupational therapy likely has little to do with their need
for support services and much more to do with their age or the availability of therapy
in their particular area of the state. This variable paints a false picture of need.
Someone may well need occupational therapy but not be able to get it because it is
not available in their area or they do not have a therapist who is able to document
their need in a coherent way in order to obtain prior authorization from the
Department's reviewers at CDMI.

CONCLUSION

The budget methodology is flawed because it contains invalid and unreliable vadables (1.e.
diagnoses, risk status), derivative variables (i.e. DT&Hstatus), and variables that cannot be ranked
in a linear fashion (1.e. expressive communication, mobility), none of which should be used in a
regression analysis to determine individual CDCS budgets.

Because of the serious flaws in the budget methodology, The ARC of Minnesota and our office
request that DHS take action to limit negative effects on MR/RC CDCS participants until a new and
better methodology can be developed and implemented. We are most concerned aboutthe diffrcult
disruption for families caused by the CDCS budget methodology problems.

Counties are under pressure to re-screen people as well as to develop detailed alternative service
options for current CDCS users. In addition, persons not yet using CDCS want assistance to
understand the new option and decide whether to use it.

Given these disruptive circumstances and significant budget methodology problems, we request that
DHS:

1. Freeze current budgets. Allow those with reductions to keep their current budgets
and those with increases to maintain them until a new reliable, valid budget
methodology can be implemented. Budget changes, either up or down, for CDCS
users could be made by counties based upon documented individual needs. New
CDCS participants could be given a choice between an amount based on the October
methodology or a budget from the county using current county policy for budget
setting. If a new CDCS person gets a budget above the state set amount,
documentation of the reasons could be required.

Susnend Re-screeninqs. Re-screenings could then be suspended if being done only
for CDCS budget reasons.

2.
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3. Develop New Budget Methodolosy. Develop a new budget methodology which is
valid, reliable, and fair by working with consultants already under contract, county
staff, persons and families using the MR/RC waiver, advocacy agency staff and
others with expertise in assessment and budget setting.

Families should not be subject to further uncertainty and disruption. The budget methodology
development process should involve current recipients, their families, service providers, county staff,
advocates and outside experts to assure development of a budget methodology that is reasonable,
valid, reliable, and fair.

We appreciate your consideration of our requests and are available to workwithDepartrnent staffon
these matters. Thank you.

ALH:nb
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OFFICE MEMORANDUM
DEPARTMENT OF HUMAN SERVICES

December ,|3, 
2004

TO: Anne Henry
Bud Rosenfield
Steve Lorson

Shirley York, Director
Disobility Services ond HIV/AIDS Divisions

FROM:

RE: Consumer Directed Community Supporls (CDCS)

This memo is intended to reiterote my position ond opinion discussed ot
our recent meeting concerning the budget methodology used to
colculote individuol budgets under the MR/RC woiver progrom.

I know thot people hove o number of concerns obout the underlying
doto used to colculote individuol budgets for the CDCS option of the
MR/RC woiver. I do believe thot we hove generoted o defensible
methodology which does ollocote the ovoiloble resources bosed upon o
common set of foctors thot hove significont relotionship to the costs of
providing services. I believe thot the methodology gives some budget
odvontoges to people tronsitioning from the old to the new system. This is
bosed on o series decisions ond onolyses reloting to the methodology
thot were necessory.

There ore no new dollors ovoiloble to us for the implementotion of
consumer directed services. So ony new methodology will hove the
effect of simply redistributing the existing money ovoiloble for consumer
directed services. And while we recognize thot the chonges resulting
from HIPPA hove creoted some issues oround the use of diognostic codes,
there ore other woys of deoling with the technicol ospects of the system
which could resolve thot issue.

Hoving soid this, I did offer to you on opportunity to work with us on
onother onolysis. Over this post yeor we hove worked on chonges to our
informotion technology which would ollow us to complete o different type
of onolysis using doto mining insteod of o regression onolysis. I om
proposing the following option:



DHS is will ing to generote o new onolysis using this doto mining opprooch.
We ore willing to work with o smoll group (up to B people) representing
counties ond consumers. Representotives to this group must be will ing to
meet with us on of leost o weekly bosis for the purpose of understonding
ond providing feedbock to us on issues thot orise during the course of the
onolysis. Consistency of group membership is essentiol. Replocement or
oddition of members from week to week will not be helpful to the process,
since this type of onolysis requires on understonding thot builds from one
week to the next. So it is criticol to our success thot members
volunteering for this project ore will ing to commit the time needed to
moke it successful ond to creote for themselves o better understonding of
the complexities involved. This onolysis is estimoted to toke of leosl two to
three months of work.

From our perspective, the onolysis must consider ond bolonce the effects
to both individuol recipients ond county levelwoiver budgets. Once
completed, we will engoge in o side by side comporison of the current
methodology ond the methodology resulting from the new onolysis. After
thot, we will discuss with you the odvontoges ond disodvontoges of
moking o chonge. We ore not committing to ony porticulor course of
oction of this time, but certoinly ore will ing to see where o different
onolysis might toke us.

At our meeting of lost week, you osked obout o will ingness to "freeze"
octivity oround CDCS. We ore not will ing to commit to thot ond it would,
in foct, require o chonge in our federol ogreement. Since no one will
experience o budget reduction prior to October of 2005, we see no
reoson of this time to support o holt to the implementotion.

I wont to emphosize thot this proposed project is not o commitment to
ony specific decision. Like you, we ore interested in moking this budget
methodology work os well os possible. And while you ore in o position of
being oble to odvocote for oddilionol funding thot would improve the
opplicotion of o budget methodology, we ore required to stoy within the
budget opproprioted to us for this purpose.

Peg Booth from our division will be the primory contoct for this new
onolysis. She moy be reoched of peq.booih@stote.mn.us or by phone ot
551-534-5484. I would oppreciote heoring bock from you obout your
interest in this proposed project.

Thonk you.



ATTACHMBNT B
Diagnosis Coding Related Problems

Budget variations possible for Person X whose records indicate the following
diagnoses found in different order on different documents in the file:

Severe mental retardation (318.1)

Cerebral palsy (343)

Autism (299)

Epilepsy (345)

Each example of the screening document fields show how Person X could be given
different budget amounts depending upon how the diagnostic fields are coded.
NOTE: These examples show only fields 12-15 diagnosis related problems. The
full budget methodology has 28 variables, many of which have flaws, but these
examples show only four of them.

1.
Field 12 Field 13 Field 14 Field 15 Budget

Amount
from

diagnosis
fields

318.1

s1s.384

$5,615.16
per year

Case manager or aide did not enter the other three diagnosis codes in fields 13,14
and 15.
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2.
Field 12 Field 13 Field 14 Field 15 Budget

Amount
from

diagnosis
fields

318.1

$15.384

299

$35.s  18

$18,579.23
per year

Mental * autism
retardation

The case manager "forced" the 491edit and entered 299,three digits only in field
13 and did not enter the other two diagnoses.

3.
Fietd 12 Field 13 Field 14 Fietd 15 Budget

Amount
from

diagnosis
fields

318.1

$15.384

299.0

$0

$5,615.16
per year

Mental * autism
retardation

Case manager or aid arbitrarily add ".0" to 299 due edit on field 13 requiring a
more specific code and did not enter 345 (epilepsy) or 343 (cerebral palsy) in fields
14 and 15.

rUt6l04
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4.
Field 12 Field 13 Field 14 Field 15 Budget

Amount
from

diagnosis
fields

3 18.1
s15.384

299.0
$0

345
$7.004

343
$8.394

$11,235 per
year

mental * autism
retardation

f,.

+ epilepsy + cerebral palsy

epilepsy * autism

autism * cerebral
palsy

mental +
retardation

6.

cerebral +
palsy

mental + epilepsy
retardation

rr/16104
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Field 12 Field 13 Field 14 Field 15 Budget
Amount

from
diagnosis

fields
3 18.1
s1s.384

343.0
$0

345
$7.004

299
$3s.s l8

$2r,t35.69
per year

Field 12 Field 13 Field 14 Field L5 Budget
Amount

from
diagnosis

fields
3 18.1
$15.384

345.0
$0

299
$35.518

343
$8.394

$21,643.04
per vear



7.
Field 12 Field 13 Field 14 Field 15 Budget

Amount
from

diagnosis
fields

3 18.1
$15.384

299
$3s.518

345
$7.004

343
$8.394

$24,199.50
per Year

mental * autism +
retardation

epilepsy cerebral
palsy

Case manager or aid "forced" the 491edit and entered the three-digit code 299 in
field 13.

Person X's budget could vary up to $18,584 per year due to arbitrary practices
related to diagnoses coding, unrelated to Person X's need for services.
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